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Executive Summary 
Background 
1. 953 Canadians who are living with an episodic health condition spoke out about the impact 

that their health condition has on their life choices and their lives. The research team 
acknowledges that this sample is not representative of the population with episodic health 
conditions in Canada. However, these respondents have provided a rich, contextualized 
understanding of what it means to live with an episodic health condition and their insights 
add to the knowledge base of this population.  

2. This survey is the third activity of Phase I of a larger research project titled “Learning from 
Each Other”. This three-phase project has, as its focus, improving our understanding of the 
employment needs of people with episodic disabilities. The goal is to produce resource 
materials that will be used to increase the hiring and retention of persons who have 
episodic health conditions. 

Methodology 
3. Organizations and associations that represent the selected health conditions informed their 

members about the research, indicated their support of the initiative and encouraged those 
individuals with the lived experience to complete the questionnaire. Members of the 
research team also used their networks and social media to contact potential respondents. 

4. Respondents were asked to share the knowledge of the survey with friends and relatives 
who have chronic health problems that impact on their daily life activities and encourage 
them to complete the questionnaire.  

5. The English and French questionnaires were placed in ‘SurveyMonkey’ and went live on 
October 1, 2016 and closed on January 8, 2017. The response rate was monitored by 
condition and additional follow-ups were undertaken with the national organizations, 
provincial/territorial affiliates of those organizations and support groups. 

6. There were 20 health conditions on the original list compiled by the research team. Our goal 
was to have a minimum of 40 respondents for each of the 20 episodic health conditions. 
This goal was achieved for 13 of the conditions.  

Findings 
7. The majority of respondents (76%) reported having more than one health condition.  
8. Most respondents (745 or78%) reported that the impact of their health condition on their 

daily activities is unpredictable. 
9. Respondents were asked if their ability to do their daily activities was getting better, getting 

worse or staying the same. Almost half (44%) said that their condition varied too much to 
choose one category.  

10. 419 or 44% reported that they were completely unable to undertake one of the six life roles 
– worker, parent, spouse/partner, learner, volunteer or care giver – because of their 
episodic health condition(s).  

11. Among active labour force participants, 77% said that their health condition(s) had an 
impact on their ability to participate in paid work or in a business. 
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12. While experiencing an illness episode, most respondents in the active labour force – both 
those with intermittent work capacity and those without – say “sometimes I can, 
sometimes I cannot” when asked if able to work during an illness episode.   

13. 74% of respondents who were employed when they completed the survey questionnaire 
were in non-precarious (permanent) jobs – either full-time or part-time.  

14. 80% of respondents who are employed in permanent (non-precarious) jobs have access to 
extended health care benefits dropping to 43% who are employed in precarious jobs and to 
28% among those individuals who are seeking employment  

15. Respondents who are in non-precarious jobs have the highest rate of disclosure of all of 
their health conditions to their present/ previous employer – 59% dropping to 51% among 
respondents in precarious jobs and below half (47%) among individuals who are actively 
seeking employment. 

16. Among respondents who are employed in non-precarious jobs and who answered the 
questions on workplace accommodation, 26% reported that they needed no job 
accommodation and 4% did not answer the question. Among the remaining respondents, 
only 31% got everything that they asked for. 

17. Among respondents who are employed in precarious jobs and who answered the questions 
on workplace accommodation, 32% reported that they needed no job accommodation and 
9% did not answer the question. Among the remaining respondents, 32% got everything 
that they asked for. 

18. Among respondents who answered the question on personal income, 15% had income of 
$80,000 or more (before taxes and deductions) in the previous 12 months; by contrast, 36% 
had less than $20,000.   

19. Among respondents who answered the question on household income, 41% reported total 
household income of $80,000 or more while 29% reported household income of under 
$40,000. When asked if the household income met their basic needs, 31% said that it did 
not.  

20. When asked, “what was the most challenging about living with a chronic health condition”, 
some responses were short and to the point including “very isolating condition”, “working 
through fatigue and pain”, “unpredictable”, “uncertainties”. Others provided a more 
detailed description of their life – in the past, as it is today and fear for the future including:  

 the physical impact of their pain and/or fatigue, the side effects of their medication, 
loss of mobility and finding a toilet; 

 the unpredictability resulting in being unable to plan or commit to anything, the 
uncertainty of what to expect thus making living a constant struggle and creating 
problems in the workplace; 

 the work implications of not being able to work, losing job/career, being under-
employed/under paid, being demoted/having to change jobs, having to work when 
ill, lack of accommodation in the workplace (flex time, work from home), lack of sick 
days, job stagnation/no ability to advance, attitudinal barriers and unsupportive 
employers/co-workers; 
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 the personal impact including losing autonomy, dependence on others, loss of 
driver’s license, experiencing stigma and discrimination; 

 the emotional impact including anxiety, depression, frustration, stress, being 
overwhelmed, embarrassment, shame and thoughts of suicide; 

 the invisibility of their condition(s) because others cannot see “it” and therefore do 
not believe or understand thus needing to constantly provide an explanation to 
others; 

 their quality of life resulting in loss of activities that brought joy (gardening, travel, 
sports), “being able to do what I want to do” and having the energy only to work 
(work/life balance); 

 being poor and not being able to find affordable housing, the financial strain of 
trying to make ends meet and of always having to make choices between basics;  

 navigating the system including social assistance rules, CPP-D, long waiting lists, 
having to self-advocate; 

 the impact on relationships including their children, their spouse/partner, relatives 
and friends; and 

 the additional expenses for such items as prescriptions, treatments and special 
foods.  

21. When asked, “what do you think could be done to improve your quality of life?”, some 
respondents provided some concrete suggestions including: 

 improved experience in the workplace through increased awareness by employers 
of episodic health conditions, workplace accommodations such as flexible work 
hours, more sick days, help in finding suitable work; 

 more disability supports including stress reduction programs, supports for 
family/spouse, increased supports generally, improvement in existing support 
programs; 

 changes to the health care system through easier access to health care 
professionals including specialists, more training of health care professional 
concerning people with multiple and complex medical conditions, increased health 
benefits, better funding for mental health supports, better medications, expansion 
of assisted death legislation; 

 improvements to the existing “disability support system” by increasing awareness 
of episodic disability, more understanding by insurance companies of episodic 
disabilities, more research concerning particular health conditions, more public 
washrooms, more accessible public spaces; 

 providing adequate income support by increasing welfare payments, have a 
guaranteed basic income, financial security, increased benefit rates; and 

 offering assistance with expenses including affordable access to exercise programs, 
the cost of medications and treatments, the cost of schooling and retraining, the 
cost of transportation.  

22. When asked for any additional comments about the experience of living with an episodic 
health condition, respondents mirrored what had been said in their response to the 
previous question emphasizing: 
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 changes in the workplace through increased awareness of what an episodic or invisible 
health condition is, removing attitudinal barriers, reducing stress in the workplace, more 
sick days, improving workplace accommodation to include flex time and ability to work 
from home, help finding employment and support with retraining; 

 changes to the health care and sickness support systems through increased awareness 
of what an episodic health condition is among all officials associated with programs and 
services, improvement in health care coverage to include medications and treatments, 
increased funding for awareness training, increased funding for research, easier and 
faster access to health care specialists and improved coverage for short- and long-term 
disability; 

 increased awareness in general society about what an episodic health condition is; and 
 changes to the income support system through increased welfare payments to 

realistically cover living expenses, removal of barriers to CPP-D concerning episodic 
health conditions, creation of a guaranteed income and financial security. 

Conclusions and next steps 
23. The results from this new survey provide further insights into the impact of living with an 

episodic health condition. In summary, the main issues include: 
 increased awareness of what it means to live with an episodic health condition.  
 increased income support through provision of a basic income, expansion of CPP-D 

coverage to include episodic health conditions, more affordable housing, more 
affordable transportation, more affordable exercise programs.   

 improved health coverage including better access to medications and treatments 
including medical marijuana, increased funding for mental health supports, better 
access to support groups, easier and faster access to specialists or treatments. 

 improved conditions in the labour market including availability of health care benefits 
for persons in precarious jobs, increased supports in obtaining training and re-training, 
increased awareness of the accommodations required to support the hiring and 
retention of persons with episodic health conditions. 

 improved conditions in the workplace including improved leave policies to 
accommodate intermittent work capacity, increased awareness of the nature and 
extent of “soft” accommodations required to support persons with episodic health 
conditions, development of guidelines concerning disclosure.  

 
The findings outlined in this report advance the emerging literature on episodic disability and 
employment summarized in Section 5.4. Building on the seminal work of Antae et al. (2013), 
Lysaght et al. (2011), Smith Fowler et al. (2011) and Vick (2012, 2014), this survey provides 
further insights into the issue of precarious/non-precarious employment, disclosure of health 
conditions to employers, and attitudes of co-workers.  
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1. Introduction 
Almost 1,000 Canadians who are living with an episodic health condition have spoken out about 
the impact that their health condition has on their life choices and their lives. This glimpse, 
captured in the word cloud on the cover of this report, provides us with some insights into their 
experiences in the workplace and other aspects of their life. This report provides details on 
these issues.  
 
Members of the research team and the organizations representing various episodic health 
conditions reached out to Canadians through social media to apprise them of the survey and to 
encourage their participation. The questionnaire and supporting materials were provided in 
both official languages.  
 
Of the 953 respondents who completed the questions on their health conditions and 
employment status: 

• 43.2% live in Ontario;  
• 89.1% completed the questionnaire in English;  
• 76.3% are women;  
• 71.4% are aged 25 to 54 years;  
• 81.1% have some post-secondary education; and 
• 59.3% are employed and 6.1% are seeking employment. 

 
Appendix B of this report includes further breakdowns on each of these characteristics.  
 
The research team acknowledges that this sample is not representative of the population with 
episodic health conditions in Canada. However, it is our opinion that these respondents have 
provided a rich, contextualized understanding of what it means to live with an episodic health 
condition and its impact on their ability to be active labour force participants, its impact on 
their other life roles and its impact on their social and economic situation. Because the 
questionnaire was a hybrid of closed and open-ended questions, it afforded the opportunity to 
the respondent to provide an overview of her/his life experiences.  
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2. Background 
Over the last decade, studies that focussed on episodic health conditions have emerged as a 
critical component of work disability policy research. There is a growing understanding that 
many people with specific health conditions experience a course of wellness and illness 
episodes that impact on their work capacity in unpredictable ways (Furrie, 2010). Lysaght et 
al.’s (2011) review on intermittent work capacity (IWC) focused on the challenges related to the 
worker (the person with an episodic disability), the employer and employment context, and the 
larger social environment. They found that the impact of episodic disability on work capacity 
and employment was influenced by a multitude of factors that varied across individuals and 
circumstances including:  

• the clinical course of the condition;  
• the individual and her/his ability to manage the condition;  
• the nature of the work and characteristics of the workplace, including the capacity to 

implement appropriate accommodations; 
• employers’ attitudes towards disability; and  
• the larger labour market and economic conditions.  

 
Smith-Fowler’s review (2011) explored how episodic disability has been defined in the 
literature, the extent and nature of labour force attachment by people with IWC, systemic and 
structural factors that impact the experience of employment of people with disabilities who 
have IWC, and innovative and promising practices.  
 
These reviews noted that although much is known about episodic disability and employment, 
the term episodic disability was only beginning to find its way into the literature. More recently, 
Furrie (2013) explored definitions of episodic disability in the context of employment, and 
highlighted the many ways it has been defined, as well as the similarities and differences across 
definitions. Common across definitions are notions of reoccurring and unpredictable changes in 
health status that impact employment. 
 
This report documents the first findings from a survey of Canadians who have an episodic 
health condition and adds to this growing knowledge base. It is one component of a larger 
research project titled “Learning from Each Other”. This   three-phase project has, as its focus, 
improving our understanding of the employment needs of people with episodic disabilities. This 
may result in service enhancements, such as enhancing JAS’ (CCRW’s Job Accommodation 
Service) response to people experiencing episodic disability. This service has evolved over its 15 
years to keep stride with the changing economic environment, the rapid development of aids 
and devices to support all people with disabilities, legislation concerning the duty to 
accommodate and the increased awareness of employers of the advantages to hire and retain 
employees with disabilities. Enhancing support to workers with episodic disabilities would be 
the next step in its evolution. 
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The three phases of the project include Information Gathering (Phase 1), Enhancement of JAS® 
and the Development of Materials (Phase 2) and Dissemination to Effect Change (Phase 3).  
• Phase 1 includes five activities  

o a statistical profile of people with episodic disabilities derived from the 2012 
Canadian Survey on Disability including a literature review,  

o the development of a questionnaire to be completed by individuals who have health 
conditions that result in unpredictable episodes of illness and wellness,  

o a survey of individuals with episodic disabilities and the dissemination of the 
findings,  

o an environmental scan of employers’ policies and programs to accommodate 
employees with fluctuating health status, and  

o a review of JAS® to determine its’ current capacity with respect to accommodating 
the needs of people with episodic disabilities. 

• Phase 2 (Development of Resource Materials) involves the development of the resource 
materials.  

• Phase 3 (Dissemination to Effect Change) includes the development of a media plan, 
webinars for employers, service providers and people with episodic disabilities and their 
supports, and the development and conduct of an evaluation survey to measure the impact 
that the resource materials have had to effect change. 

 
Partial funding for Phase 1 was obtained through a Seed Grant from the Centre for Research on 
Work Disability Policy that generated two outputs. The first was a statistical profile of adults 
with disabilities based on data from the 2012 Canadian Survey on Disability, informed by the 
review of academic and “grey” literature. The second was a questionnaire that addresses the 
impact of living with an episodic health condition, vetted by community-based organizations 
that represent the individuals with those health conditions.  
 
Funding for the conduct of the survey and dissemination of the findings upon which this report 
is based was provided by the Office for Disability Issues (ODI), Employment and Social 
Development Canada. This report provides only an overview of the survey results and is the 
final deliverable for ODI. As such, it highlights a broad range of issues but has, as its focus, the 
impacts that having an episodic health conditions have within the employment milieu. The lived 
experience responses obtained through the three open-ended questions at the end of the 
survey informs the presentation of data derived from the close-ended questions. Wherever 
possible, respondents’ own words are included to put a “face” to the numbers.  
 
This report is only one in a series of reports, papers and fact sheets that will be produced using 
the data from this rich database.     
  

http://www.adelefurrie.ca/PDF/episodic_disabilities_in_canada_-_october_4_-_final.pdf
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3. Methodology 
3.1 How did we reach the respondents? 
Our initial strategy 
The success of the project rested with the organizations and associations that represent the 
selected health conditions that were identified by the research team. (See Appendix B for the 
list of organizations and associations). We sought their support to inform their members about 
the research, to indicate their support of the initiative and to encourage those with lived 
experience to complete the questionnaire. In return for their support, the research team 
agreed to provide a condition-specific fact sheet to each organization. The research team 
provided each organization with a backgrounder and sample tweets to use in informing their 
stakeholders about the survey. (See Appendix C for a copy of the backgrounder and sample 
tweets.) 
 
Members of the research team also used their networks and social media to increase the 
response rate. 
 
Because not all Canadians with a health condition are members of an organization, respondents 
were asked to share the knowledge of the survey with friends and relatives who have chronic 
health problems that impact on their daily life activities and encourage them to complete the 
questionnaire. This sharing of the knowledge is a recognized method in non-probability 
sampling known as the “snowball sample” that is appropriate to use in research when the 
members of a population are difficult to locate. Snowball sampling does not lead to a 
representative sample, but the research team decided that it was an appropriate methodology 
for this qualitative survey. 
 
We aimed for a minimum of 40 respondents per health condition. Based on previous 
experience, we believed that this sample size would be sufficient to capture a range of diverse 
experiences as input to the next phase of our research. Assuming all identified organizations 
agree to participate, the total number of respondents was anticipated to be between 800 and 
1,000. 
 
The questionnaire was developed by the research team and organizations provided input to the 
first draft. The questionnaire was tested in English by two organizations. The questionnaire was 
translated and the French questionnaire was tested by one organization. A copy of the 
questionnaire (in English and French) is included as Appendix D. 
 
The English and French questionnaires were placed in ‘SurveyMonkey’ and went live on 
October 1, 2016 and closed on January 8, 2017. 
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Our follow-up to increase response rates 
We monitored the response rate by condition and did additional follow-ups with the national 
organizations. We also did an Internet scan and sent out the survey information to 
provincial/territorial affiliates and support groups. 
 
3.2 Who answered the questionnaire? What episodic health conditions did they report? 
How did they respond to the open-ended questions to provide a summary of their lived 
experience? 

Who answered the 
questionnaire? 
There were 1,275 Canadians 
who accessed the 
SurveyMonkey website (1,145 
in English, 130 in French). Of 
those, 953 completed the 
questions on health conditions 
and employment status – the 
two criteria required for 
completion status.  
 
There were 20 health 
conditions on the original list 
compiled by the research team 
(identified with blue shading in 
Table 1). The Mental Health 
Commission of Canada 
requested that we add 
substance abuse disorder. 
During the testing phase, 
respondents during the testing 
phase suggested that we add 
an “other” category. 
 
What episodic health 
conditions did they report? 
Our goal was to have 40 
respondents for each of the 20 
episodic health conditions. This 
goal was achieved for 13 of the 
conditions.  
 

Table 1. Respondents by episodic health condition 

Disease/disorder Number of 
respondents 

% of total 
respondents 

Total Respondents 953 100.0% 
Anxiety 415 43.5% 
Depression 339 35.6% 
Chronic pain 250 26.2% 
Arthritis 241 25.3% 
Migraines 162 17.0% 
Crohn's disease and Ulcerative Colitis 157 16.5% 
Multiple Sclerosis 120 12.6% 
Asthma 116 12.2% 
Post-traumatic stress disorder 116 12.2% 
Diabetes 81 8.5% 
Bi-polar disorder 59 6.2% 
Epilepsy 53 5.6% 
HIV/AIDS 51 5.4% 
Fatigue 48 5.0% 
Fibromyalgia 47 4.9% 
Lupus 37 3.9% 
Cancer 27 2.8% 
Chronic obstructive pulmonary 
disease (including chronic bronchitis 
and emphysema) 20 2.1% 
Substance abuse disorder 17 1.8% 
Parkinson's Disease 10 1.0% 
Meniere's Disease 6 0.6% 
Chronic Inflammatory Demyelinating 
Polyneuropathy (CIDP) 5 0.5% 
Hepatitis C 5 0.5% 
Other conditions (non-mental) 305 32.0% 
Other mental disorders 55 5.8% 



People with episodic health conditions speak out about …… 
 

10 | P a g e  
 
 

Almost half of the respondents (42%) indicated that they had “other” diseases or health 
conditions in addition to the 20 conditions listed. These write-in conditions were tabulated and 
among them, fibromyalgia and fatigue were the only two conditions that were identified by 40 
or more respondents. The remaining “other” conditions were then coded into two broad 
categories – mental health related and non-mental health related.  
 
The majority of respondents (76%) reported having more than one health condition. Among the 
226 respondents who reported having only one health condition, 60 (27%) reported only having 
multiple sclerosis, 36 (16%) reported only having Crohn’s disease or ulcerative colitis, and 24 
(11%) reported only having arthritis. 
 
How did they respond to the open-ended questions to provide a summary of their lived 
experience?  
Respondents were asked to tell us, in their own words, (1) what did they find the most 
challenging about living with their chronic health conditions, (2) what did they think could be 
done to improve their quality of life, and (3) anything else that they wanted to share about 
living with their health conditions.  The response was overwhelming!  There were 777 
respondents who answered about their challenges, 707 who told us about what could be done 
to improve their quality of life and 448 who provided additional insights. 
 
These responses were first reviewed independently by three associates of Adele Furrie 
Consulting Inc. (AFCI) including a social work professor from Carleton University with significant 
experience in qualitative research, AFCI’s in-house researcher and Adele Furrie. Each person 
created a typology within which to summarize the responses. Based on the consensus-based 
typology, these same three individuals summarized the responses using the typology, results 
were compared and consensus was achieved.  
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4. Literature review 
Episodic disability has broad implications and impacts all areas of life. This report focuses on 
one key area, employment. Drawing on the existing literature, chronic health conditions that 
result in episodic disability may lead to intermittent work capacity and strained workplace 
relationships through stigma and disbelief. Episodic disability may also result in income 
insecurity. Precarious employment and disclosure at work may have key implications for the 
experiences of people living with chronic health conditions that produce episodic disability. 
 
Intermittent work capacity 
Episodic disabilities may fluctuate from day to day and even from hour to hour (Vick, 2014). 
This fluctuation varies in severity, length and predictability from one person to another 
(CWGHR, 2011) and thereby impacts daily work capacity in unpredictable ways (Furrie, 2010). 
The fluctuating impairments conflict with existing conceptions of disability and illness in public 
policy and in workplaces (Vick, 2012); that is, that disability is stable and permanent and that, 
when employees are ill, they will recover. Nor do employees with episodic disabilities fit into 
existing conceptions of the expected worker: someone who is healthy all of the time and 
consistently able to perform their job tasks (Stone et al., 2013). 

 
Work capacity is influenced by a multitude of factors that vary across individuals and their 
circumstances. These include individual factors, such as the clinical course of the episodic 
condition and the person’s ability to manage it (Lysaght et al., 2011), as well as workplace 
factors such as the nature of the person’s job, employer attitudes towards disability and 
capacity to implement appropriate accommodations (Lysaght et al., 2011). System-wide factors 
also influence work capacity, such as the labour market and economic conditions (Lysaght et al., 
2011). 

 
Accommodating intermittent work capacity can be challenging, because accommodations may 
need to fluctuate and evolve over time in order to build predictability within the unpredictable 
by anticipating needs and establishing contingency plans (Lysaght et al., 2011). The most 
common need is flexibility, which involves arrangements such as work at home and flexible 
start and end times. These accommodations may impact the rest of the work team and are 
arrangements that co-workers themselves may also desire. Flexible arrangements may thus 
give rise to resentment among co-workers (Dunstan & MacEachen, 2014) and, as a result, 
employers may be reluctant to allow them. 
 
Stigma and disbelief among employers and co-workers 
The impairments that affect work capacity from many episodic conditions (for example, pain 
and fatigue) not only fluctuate, but they are invisible (Beatty & Kirby, 2006). In addition, these 
impairments may also be experienced by everyone at some time, although not severely enough 
to impact work capacity. Some episodic conditions are seen as less medically legitimate than 
others (Moss & Teghtsoonian, 2008; Toye et al., 2015). In addition, employees with episodic 
conditions may be stereotyped as unreliable and unproductive (Vick, 2014). Because of their 
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invisibility, fluctuation, and contested legitimacy, episodic disabilities can obscure 
understanding by supervisors and co-workers, inviting disbelief and suspicion of malingering 
(Vick, 2012). This disbelief and suspicion may strain workplace relationships when the reasons 
for decreased work capacity, being off work, and needing accommodations are not immediately 
visible or are highly stigmatized (Gewurtz & Kirsh, 2009). 

 
The potential for disbelief, suspicion and discrimination may lead employees with episodic 
conditions to fear disclosing their impairments at work or their need for accommodations 
(Stergiou-Kita et al., 2016). Almost half of Canadians who need workplace accommodations do 
not request them (Till et al., 2015). Even when disabled workers ask for modified duties, a third 
do not receive this accommodation (Stone et al., 2014a). The most frequently cited reasons for 
not disclosing were feeling uncomfortable and fearing negative outcomes (Till et al., 2015).  
 
Income insecurity and access to benefits  
Disability income programs for Canadians comprise a variety of poorly integrated private and 
public plans (Meredith & Chia, 2015). Coverage by private insurance is highest among large 
employers and unionized workplaces (Meredith & Chia, 2015) and far lower for the precariously 
employed. For example, although two-thirds of full-time workers are covered by private 
insurance, only a quarter of part-time workers are (Meredith & Chia, 2015). 

 
Many disability income-support programs regard people as either fully disabled or able to work 
(Stapleton & Tweddle, 2008). Some people with episodic disabilities who are able to work part-
time or when they are well remain on full-time disability benefits (Stapleton & Tweddle, 2008), 
because they may otherwise lose coverage of extended healthcare costs. This is but one 
disincentive from returning to the workforce (CWGHR, 2011). However, some disability 
programs allow recipients to earn a limited income (Stapleton & Procyk, 2010). Those not on 
benefits often fear being disqualified in the future (Antao et al., 2013). Such circumstances 
threaten income security and stability, and can prevent people who experience intermittent 
work capacity from pursuing employment despite a desire to work.  

 
There is a need for an income security system that could provide greater flexibility for people 
with episodic impairments. Instead of following existing eligibility requirements, disability 
income replacements could be restructured to allow for job trials and increased flexibility to 
move on and off benefits as needs fluctuate over time (Antao et al., 2013; Smith Fowler, 2011). 
These programs would need to be coordinated to provide a living income from disability 
benefits, employment, or both (Mental Health Commission, 2013). One accommodation that 
may allow people with intermittent work capacity to remain employed is part-time work 
(Palstam et al., 2013). However many employees, especially sole or primary breadwinners, 
cannot afford to work only part-time (Oldfield, 2015) and would need disability income 
replacement to supplement their employment income.  

 
Some European governments offer partial disability benefits. For example, for sick-listed 
workers, Swedish social insurance provides 25, 50, and 75% benefits for those who are assessed 
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as being able to work 75, 50 and 25% of the time (Palstam et al., 2013). In Denmark, only a 50% 
reduction in work capacity is required to qualify for federal disability benefits (OECD, 2010). In 
Canada, permanent partial/part-time disability benefits are offered as add-ons under some 
private insurance plans (Stone et al., 2013; Cameron & Chouinard, 2014), but are associated 
with higher premiums.  
 
Precarious employment  
In recent decades, precarious employment (part-time, casual, contract, temporary, self-
employment, or non-unionized work) has increased (Tompa et al., 2006). For example, in a 
study in southern Ontario reported that half of workers were employed in precarious work and 
40% had no benefits beyond a basic wage (Lewchuck et al., 2014). Although precarious 
employment might provide the flexibility that is often needed by people with episodic 
disabilities, drawbacks include lower pay, job insecurity as well as a lack of employee benefits, 
access to training, union membership, and labour law protection (Facey & Eakin, 2010). 
Canadians with impairments are more likely to be in precarious employment than other 
Canadians (Wilton, 2006). In precarious employment, it is hard to build the supportive 
workplace relationships necessary to negotiate accommodations and to successfully implement 
them (Gates & Akabas, 2011). Finally, precarious employment and work insecurity may result in 
added stress, which may in turn exacerbate existing conditions (Vick & Lightman, 2010). 

 
Not only is precarious employment a growing concern but, increasingly, employees with 
chronic illnesses compete with healthy colleagues to keep their jobs in shrinking labour markets 
(Stone et al., 2014b). Disclosing anything that harms their competitiveness may be risky.   
 
Disclosure  
As noted above, the invisibility, fluctuation, and contested legitimacy of some episodic 
disabilities can invite disbelief. However, if employees or job applicants need accommodations, 
they are faced with revealing their need (Toth & Dewa, 2014). In addition, there are many 
occasions when employees may need to explain why they need help or time off, or cannot do a 
task (Oldfield, et al., 2015). Disclosure and its consequences, which can be positive, negative, or 
anywhere in between, are influenced by the quality of workplace relationships (Oldfield et al., 
2015), the climate of the workplace (von Schrader et al., 2014), and organizational culture 
(Kirsh & Gewurtz, 2011).   
 
There are many options for disclosure. Employees with episodic disabilities may disclose their 
condition, only their impairments, or only their need for accommodation (McDonald-Wilson et 
al., 2011). They may tell only people they trust at work, and may tailor the timing of their 
disclosure (McDonald-Wilson et al., 2011) to minimize risk or maximize understanding. They 
may say that their impairments come from something other than the condition, if that is more 
likely to be believed (Oldfield et al., 2015).   
 
Potential benefits of disclosure include gaining emotional and instrumental support from 
co-workers or supervisors who have also experienced disability and understanding from those 
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who have not (Oldfield et al., 2016). People with episodic conditions may tell a supervisor first, 
to improve communication with other stakeholders (Oldfield et al., 2016), which is a helpful 
strategy for meeting ongoing needs (Yarker et al., 2010). Disclosure may prevent 
misunderstandings about one’s absences or ill health and forestall rumors. However, before 
disclosing, it is important to consider the quality of workplace relationships, work climate and 
organizational culture (Oldfield et al., 2016). Finally, disclosing a need for accommodations to a 
supervisor or employer is the first step in negotiating them.  
 
Potential pitfalls of disclosing invisible, fluctuating impairments include disbelief that the person 
disclosing has a legitimate disability. Workmates may assume that employees with episodic 
conditions are less competent (Brohan et al., 2012), unreliable (Munir et al., 2005), burden their 
colleagues (Lysaght & Krupa, 2014), and lower team productivity. Workmates may downplay 
the condition’s seriousness (Toth & Dewa, 2014), assuming that the employee is lazy (Kristman 
et al., 2014). After disclosing episodic disability, employees may receive unwanted pity, and 
their behaviour may be interpreted as related to the disability when it is not (Stone et al., 
2013). They may also be blamed for causing or exacerbating their illnesses (Vickers, 2012). 
Disclosure may result in discrimination, which is being treated unfairly because of difference. 
Employees with episodic disabilities may be monitored more closely than others (MacDonald-
Wilson et al., 2011) and harassed (von Schrader et al., 2014). Finally, these employees may lose 
their jobs through layoff or contract non-renewal (Beatty, 2006), thereby hiding discrimination. 
The degree of stigma associated with the episodic condition may magnify any of these 
disclosure risks.  
 
Conclusion 
Given that episodic conditions may result in intermittent work capacity, strained workplace 
relationships, income insecurity, and disclosure dilemmas, we need to understand the 
experiences of people with episodic disability in the context of the workplace – finding work, 
keeping work, and advancing in the workplace. 
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5. Analysis 
Summary 
• There were 1,275 Canadians who accessed the SurveyMonkey website (1,145 in English, 

130 in French). Of those, 953 completed at least the questions on health conditions and 
employment status – the two criteria required for inclusion in the research.  

• Most respondents (745 or78%) reported that the impact of their health condition on their 
daily activities is unpredictable. 

• Respondents were asked if their ability to do their daily activities was getting better, getting 
worse or staying the same. Almost half (44%) said that their condition varied too much to 
choose one category.  

• 419 or 44% reported that they were completely unable to undertake one of the six life roles 
– worker, parent, spouse/partner, learner, volunteer or care giver – because of their 
episodic health condition(s).  

• Among active labour force participants, 77% said that their health condition(s) had an 
impact on their ability to participate in paid work or in a business. 

• One in ten respondents (10.5%) of the 953 respondents reported that they were not a 
parent because of their episodic health condition(s).  

• Slightly more than one in 10 (11.2%) of the 953 respondents said that they did not have a 
significant other because of their episodic health condition(s).   

• Six out of 10 of the respondents (573 or 60.1%) reported that they were not considering 
school or training. Within that group, 121 reported that this was because of their episodic 
health conditions.  

• Almost two out of ten respondents (19%) reported that they did not volunteer or 
participate in community activities because of their episodic health condition(s).  

• Almost one out of ten respondents (9.2%) reported that they did not provide care to others 
because of their episodic health condition(s).  

• Of the 953 respondents, 622 are employed, 78 are seeking employment and the remainder 
(253) are not in the labour force. 

• While experiencing an illness episode, most respondents in the active labour force – both 
those with intermittent work capacity and those without – say “sometimes I can, 
sometimes I cannot” when asked if able to work.   

• 458 of the 622 respondents who were employed when they completed the survey 
questionnaire were in non-precarious (permanent) jobs – either full-time or part-time. The 
remaining 164 respondents were in precarious jobs. 

• The majority (80%) of the 458 respondents who are employed in permanent (non-
precarious) jobs have access to extended health care benefits. The picture is very different 
for the respondents who are working but in precarious positions – only 43% have access to 
extended health care benefits and even worse for those individuals who are seeking 
employment – only 28% have access to extended health care benefits. 
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• Among respondents employed in permanent (non-precarious) jobs, 66% said the current 
job gives them the opportunity to use all of their education, training and skills and among 
respondents in precarious employment, the percentage was similar – 64%. The reverse was 
true for respondents who were seeking employment; only 33% reported that their last job 
allowed them to use all of their education, training and skills. 

• With respect to disclosure, there are differences among the three populations within the 
active labour force population. Respondents who are in non-precarious jobs have the 
highest rate of disclosure of all of their health conditions to their present/ previous 
employer – 59% dropping to 51% among respondents in precarious jobs and below half 
(47%) among individuals who are actively seeking employment. 

• Respondents were asked if their co-workers are/were aware of their episodic health 
condition(s). Among the 447 respondents who answered the question and who had a non-
precarious job, only 7% reported that their co-workers are unaware of their health 
conditions. This percentage doubled to 14% among the 151 respondents who had 
precarious jobs and among the 71 respondents who are actively seeking employment.  

• Of the 447 respondents who are employed in non-precarious jobs and who answered the 
questions on workplace accommodation, 26% reported that they needed no job 
accommodation and 4% did not answer the question. Among the remaining 313 
respondents,   

o 31% got everything that they asked for;  
o 33% got some of what they asked for;  
o 26% needed accommodation but did not ask their employer; and 
o 10% asked but did not get the accommodation. 

• Of the 164 respondents who are employed in precarious jobs and who answered the 
questions on workplace accommodation, 32% reported that they needed no job 
accommodation and 9% did not answer the question. Among the remaining 100 
respondents,   

o 32% got everything that they asked for;  
o 31% got some of what they asked for;  
o 26% needed accommodation but did not ask their employer; and 
o 11% asked but did not get the accommodation. 

• Of the 953 respondents, 794 answered the question on personal income. Among those who 
responded, 15% had income of $80,000 or more (before taxes and deductions) in the 
previous 12 months. By contrast, 36% had less than $20,000.   

• Of the 953 respondents, 736 provided total income data. Among those who did report, 41% 
reported total household income of $80,000 or more while 29% reported household income 
of under $40,000. 

• When asked if the household income met their basic needs, 31% said that it did not.   
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5.1 What are the characteristics of the episodic health condition? 
The survey explored two characteristics of episodic health conditions – predictability and 
stability. While there was some consistency across all respondents, there were some notable 
differences across the health conditions on both characteristics. 
 
Predictability:   
Most respondents (745 or78%) reported that the impact of their health condition on their 
daily activities is unpredictable. This was lower among respondents who reported multiple 
sclerosis (70.6%) and those reporting diabetes (72.5%). By contrast, individuals reporting 
migraines or fibromyalgia were more likely than average to report unpredictability – 87.1% and 
89.1% respectively. This unpredictability wreaked havoc for many in all aspects of their lives. As 
depicted in the following quotes, unpredictability and uncertainty associated with episodic 
health conditions makes planning almost impossible. As well, respondents indicated that 
because their conditions are invisible, others may not believe that they are ill, and that this 
exacerbates their situation. 
 

“Unpredictability, trying to parent, missing out on social events, stigma, "faking" it on 
bad days, difficulty connecting with others at times (Female, 35-44 years, anxiety, 
depression, chronic pain, PTSD) 

 
“The unpredictability:  I don't consider myself as someone who is ill until I have a flare up 
but when they do occur, they can be quite severe. In the future, having a severe flare up 
while employed could pose as a challenge as some flare ups have lasted up to 6 months 
with substantial cognitive and physical impairments and would mean that I would have 
to be unemployed for close to half a year before being able to enter the workforce 
again.” (Female, 15-24 years, multiple sclerosis) 

 
 “Unpredictability of symptoms; feeling like I am letting my co-workers / students down 
because of fatigue; feeling frustrated because I want to do more with my job, and 
outside of work; disappointed because this is not the career direction I planned to stay 
in“ (Female, 35-44 years, multiple sclerosis, fatigue) 
 
“Unpredictability of the combined conditions hampers future planning and also 
reliability, leading me to feel as though others may feel that they cannot "count" on me; 
this line of thinking, of course, exacerbates the condition.    Sense of isolation: as though 
I am the only one experiencing such symptoms and that I am "cut off from society.” 
(Female, 45-54 years, anxiety, depression) 

 
“The uncertainty of day-to-day living. Will I be able to eat …. or do anything today. If I 
can for how long....” (Female, 55-64 years, arthritis, chronic pain, depression, multiple 
sclerosis)    
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“The unpredictability of the disease. And people not understanding that I'm ill because "I 
don't look sick".” (Female, aged 35-44 years, arthritis, Crohn’s disease) 

 
 Stability:   
Respondents were asked if their ability to do their daily activities was getting better, getting 
worse or staying the same. Almost half (44%) said that their condition varied too much to 
choose one category. The inability to choose one category was more prominent among persons 
reporting fibromyalgia (65.2%), asthma (56.5%) or post-traumatic stress disorder (50.4%).  
 
Almost one in five respondents (19.2%) reported that their condition was getting worse. This 
proportion was greater among people reporting arthritis (28.7%), chronic pain (28.7%), fatigue 
(26.7%), HIV/AIDS (27.5%) or multiple sclerosis (28.6%) but less among people reporting 
Crohn’s disease/ulcerative colitis (10.9%) or epilepsy (13.2%). 
 
5.2 What is the impact on life roles? 
Respondents were asked about the impact that their episodic health condition has on their 
various life roles. From the responses provided, one sees that the impact is far-reaching.  
 
Of the 953 respondents, 419 or 44% reported that they were completely unable to undertake 
one of the six life roles – worker, parent, spouse/partner, learner, volunteer or care giver – 
because of their episodic health condition(s).  Almost half (46.8%) were unable to take on one 
role, 27.2% were unable to take on two roles and 26% were unable to take on three or more 
roles. Within these three groups, respondents with pain, anxiety, depression and arthritis were 
more likely to say they were completely unable to undertake on of the six life roles.  
 
Each role was then examined in detail. Although there are differences in terms of the episodic 
conditions reported by respondents as affecting their participation in life roles, there are some 
commonalities. These are summarized in Table 2 below for those health conditions where 40 or 
more respondents reported that they did not undertake at least one life role. (Recall that the 
majority of respondents reported more than one health condition.)  
• Over all, 50% of respondents reported that they did not work because of their health 

condition(s). This percentage was much higher among respondents who reported having 
multiple sclerosis (69%) and among those who reported chronic pain (59%), asthma (58%) 
and PTSD (57%); by contrast, the percentage of persons reporting Crohn’s 
disease/ulcerative colitis or migraines was lower at 39% and 44% respectively. 

• 24% of respondents reported that they chose not to be a parent because of their health 
condition(s). Among persons reporting Crohn’s disease /ulcerative colitis, this percentage 
was much higher at 33%; by contrast, the percentage of persons reporting multiple sclerosis 
was lower at 12%. 

• 26% of respondents reported that they were not in an intimate relationship because of their 
health condition(s). This was much higher for persons reporting PTSD (39%) and higher for 
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persons reporting anxiety (31%) and chronic pain (30%); by contrast, the percentage of 
persons reporting Crohn’s disease/ulcerative colitis or multiple sclerosis was lower at 16%.  

• 29% of respondents indicated that they did not attend school or training because of their 
health conditions. For persons reporting PTSD, this was higher at 37% and among persons 
reporting chronic pain, 35%. 

• 43% reported that they did not volunteer because of their health condition(s). This 
percentage was higher among persons reporting arthritis (50%), asthma (50%) and chronic 
pain (48%). 

• 21% reported that they did not provide care to others because of their health conditions. 
This was much higher among persons reporting asthma (31%), arthritis (28%) and multiple 
sclerosis (25%).  

 
Table 2. Respondents who reported that they did not undertake at least one life role, by life role and presence of episodic health condition 

  All conditions Anxiety Arthritis Asthma 
Chronic 
pain 

Crohn's 
disease or 
Ulcerative 
colitis Depression 

Multiple 
sclerosis Migraines PTSD 

Work 50% 50% 56% 58% 59% 39% 53% 69% 44% 57% 

Parent 24% 24% 19% 19% 18% 33% 21% 12% 27% 18% 

Spouse/partner 26% 31% 24% 19% 30% 16% 30% 16% 29% 39% 

School/training 29% 31% 32% 23% 35% 24% 32% 29% 32% 37% 

Volunteer 43% 42% 50% 50% 48% 44% 46% 39% 47% 43% 

Caregiver 21% 16% 28% 31% 24% 16% 16% 25% 15% 21% 

Total 419 191 123 52 152 75 160 51 78 67 

 
To help understand the depth of the impact, we selected some of the comments made by 
respondents who reported some of these nine conditions.  
 
Post-traumatic stress disorder (PTSD) was reported by 116 (12.2%) of respondents and 67 (16%) 
of respondents who did not undertake at least one life role. PTSD was reported by all ages and 
genders and the nature of the impact was expressed in a variety of ways.  
 

“Never being able to relax and take care of myself because of work. I cannot afford to 
not work. So, I am in pain all of the time mentally and physically. It doesn't leave much 
for my family at the end of the day.” (Female, 25-34 years, anxiety, arthritis, bi-polar 
disorder, depression, epilepsy, PTSD) 
 
 ”The unpredictability of flare ups; dealing with triggers in the workplace (i.e. meetings 
with men alone behind closed doors).”  (Female, 35-44 years, anxiety, chronic pain, 
depression, PTSD) 
 
“For my PTSD, I need to keep in check my aggressiveness, to reduce my hyper-awareness 
and loneliness feelings.....etc.” (No gender reported, no age reported, arthritis, PTSD) 
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Migraines was reported by 162 (17%) of respondents and 78 (19%) of respondents who did not 
undertake at least one life role. The majority of respondents who reported migraines did so 
along with other episodic health conditions. When asked “What do you consider to be the 
health condition that has the most impact on your daily activities?”, the majority reported 
migraines and then another condition. 
 

“…with migraines, I find the fatigue most challenging after day 4 or 5 of having one. I am 
fortunate my medications work but the lingering effects are so tiring and make it hard to 
get up.” (Female, 35-44 years, migraines and anxiety)   

 
“The migraines are very debilitating and I do not always know when I will get them 
which make it hard to plan. When they are very bad I cannot get out of bed to even work 
from home.    Additionally, the anxiety and depression has led me to take a sick leave 
(unspecified as to my condition to my employer) for a week as well as numerous sick 
days off to deal with panic attacks or consistent crying.” (Female, 25-34 years, anxiety, 
arthritis, depression and migraines)  

 
Crohn’s disease or ulcerative colitis was reported by 157 (16.5%) of respondents and 75 (18%) 
of respondents who did not undertake at least one life role. Most respondents reported both 
Crohn’s/ulcerative colitis along with at least one other episodic health condition. However, 
when asked what disease had the most impact on their daily activities, most reported that it 
was their Crohn’s or colitis. 
 

“Not knowing when I'll have a flare up; occasional intense pain; restaurants; stores, etc. 
not allowing the use of their bathrooms. Finding a toilet!!” (Female, 55-64 years, anxiety, 
and Crohn’s/colitis) 

 
“Keeping the chronic exhaustion pain and funky tummy from interfering in my life, i.e. - 
late to work because of bathroom time. Too tired to be patient with students or spend 
quality time with family and friends. Arthritis pain interferes with dragon boating, 
walking etc.” (Female, 45-54 years, arthritis and Crohn’s/colitis) 

 
“I have no quality of life. I have difficulty doing anything because of my health 
conditions. Wait times to see doctors are too long, especially specialists. Simple things 
like housework are a challenge. Even visiting with family is exhausting. Showering is 
exhausting.  There isn't enough income for basic living. Some medications affect my 
memory and my ability to absorb information. Constant pain and excessive trips to the 
bathroom interfere with everything. No energy, and it's still hard as a former workaholic 
to accept that I can no longer do the things I want to do or need to do to improve our 
financial situation. I live in stress and fear of ending up homeless. My husband who is my 
caregiver is now sick with his own challenges. Wait times for government programs are 
too long and are not back dated/paid. Food from the food bank (although appreciated) 
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does not always agree with my disease.” (No gender reported, no age reported, 
depression and Crohn’s/colitis, arthritis, chronic pain, lower spine injury) 

 
“I never know when there will be a flare up. My job requires me to be available on a 
phone for 8 hours a day which doesn't always work for me since a flare up can keep me 
in the restroom for a long time & suddenly. Despite taking meds, seeing specialist and 
eating right I still have flare ups & it makes it hard to be social, work, eat out. I don't like 
to be caught in crowds. Worry about having access to a bathroom.” (Female, 35-44 
years, Crohn’s/colitis)  

 
Chronic pain was reported by 250 (26.2%) of the respondents and 152 (36%) of respondents 
who did not undertake at least one life role. Only two respondents reported just chronic pain. 
Some respondents reported that it was pain that limited their activities while others reported 
the underlying condition that was the cause of the pain – multiple sclerosis, Crohn’s 
disease/ulcerative colitis or arthritis. 
 

“I get extremely anxious when someone needs to confront me about any issues. I am 
taking mindfulness classes to deal with this.  The pain I have often means I walk with a 
list or am unable to do stairs or pick up my grandson while I care for him. I sometimes 
get bad enough that I am unable to dress myself (socks and bra the most difficult) open 
jars or even soda bottles. Some days I can't join recreational things I have always 
enjoyed such as dancing, rock climbing, or even taking a long walk etc.” (Female, 55-64 
years, arthritis, chronic pain, lupus and PTSD)  

 
“My income meets my basic needs, but not the additional expenses caused by my 
disability. The extended health benefits I receive are appropriate for the average worker, 
but not someone with complex and ongoing health needs.   Chronic pain and fatigue 
caused by my condition makes commuting a challenge, and means that I ought to work 
reduced hours. However, if I do that, I won't be able to afford rent.” (Female, 25-34 
years, asthma, chronic pain, PTSD and neuromyelitis optica)  

 
  



People with episodic health conditions speak out about …… 
 

22 | P a g e  
 
 

Impact on ability to participate in paid work or in a business 
More than two out of ten (21.9%) of all respondents do not participate in paid work or in a 
business because of their episodic health condition(s). This percentage was more than double 
among persons reporting anxiety (45.9%). It was also much higher among respondents 
reporting chronic pain (43.1%), depression (40.6%) and arthritis (33%).  
 
Another 2.9% do not participate for reasons other than their health condition(s) and less than 
one percent said that they preferred not to answer the question. 
 

Of the remaining 
712 respondents, 
77% said that their 
health condition(s) 
had an impact on 
their ability to 
participate in paid 
work or in a 
business – 
sometimes (48.1%), 
often (23%) or 
always (6%).  This 
combined 
percentage was 
much higher among 
respondents who 

reported post-traumatic stress disorder (91%), bi-polar disorder (89.1%), depression (88.7%) 
and Crohn’s diseases or ulcerative colitis (88%). 
 
Impact on role as a parent 
One in ten respondents (10.5%) of the 953 respondents reported that they were not a parent 
because of their episodic health condition(s). Respondents in this group with one of these six 
episodic health conditions were much more likely to report that their health conditions were 
the reason why they were not a parent – anxiety (44.6%), depression (32.7%), chronic pain 
(27.7%), Crohn’s disease or ulcerative colitis (24.8%), arthritis (22.8%) and migraines (20.8).  
 

never, 5.1%

rarely, 17.9%

sometimes, 
48.1%

often, 23.0%

always, 6.0%

Chart 1. Impact of health conditions on ability to participate in paid 
work or in a business among respondents who are able to 

participate in paid work or in a business
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Just over three in 
ten (35.6%) said 
they were not a 
parent for reasons 
other than their 
health condition(s) 
and 3.5% said they 
preferred not to 
answer the 
question. Of the 
remaining 464 
respondents, 72% 
said that their 
health condition(s) 
had an impact on 
their parenting role 
– sometimes 

(43.8%), often (21.6%) or always (6.5%).  This combined percentage was much higher among 
respondents who reported chronic pain (85.6%), Crohn’s diseases or ulcerative colitis (84.3%), 
post-traumatic stress disorder (82.4%) and migraines (80.5%). 
 
Impact on role as a spouse/partner 
Slightly more than one in 10 (11.2%) of the 953 respondents said that they did not have a 
significant other because of their episodic health condition(s).  Respondents in this group with 
one of these six episodic health conditions were much more likely to report that their health 
condition(s) was/were the reason why they were not in a significant relationship – anxiety 
(56.1%), depression (44.9%), chronic pain (42%), arthritis (28%), post-traumatic stress disorder 
(24.3%) and migraines (20.8%). 
 
An additional 16.2% said they were not in a relationship for reasons not related to their health 
conditions and 2.2% said that they preferred not to answer the question 
 

Of the remaining 665 
respondents who 
were in a 
relationship, almost 
half (46.8%) reported 
that their health 
condition(s) 
“sometimes” 
impacted on their 
relationship, 30.7% 
reported that their 

never, 5.3%
rarely, 9.8%

sometimes, 
46.8%

often, 30.7%

always, 7.5%

Chart 3. Impact of health conditions on relationship with 
spouse/partner among respondents who are in a relationship with 

a significant other

never, 12.3%

rarely, 15.9%

sometimes, 
43.8%

often, 21.6%

always, 6.5%

Chart 2. Impact of health conditions on parenting role among 
respondents who are parents
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health condition(s) “often” impacted and 7.5% said it “always” had an impact. This proportion 
varied depending on the episodic health condition(s). Among those respondents who reported 
post-traumatic stress disorder, 95.6% reported that their health condition(s) had an impact 
“sometime”, “often” or “always” on their relationship with their spouse/partner; among those 
reporting chronic pain, 92.4%; depression, 92%; and migraines, 90.2%. 
 
Impact on capacity to attend school/training 
Six out of 10 of the respondents (573 or 60.1%) reported that they were not considering 
school or training. Within that group, 121 reported that this was because of their episodic 
health conditions. Respondents in this group with one of these six episodic health conditions 
were much more likely to report that their health condition(s) was/were the reason why they 
were   not attending school or seeking training – anxiety (49.6%), chronic pain (43.8%), arthritis 
(32.2%), depression (32.1%), migraines (20.7%) and post-traumatic stress disorder (24.3%).  

 
Among the 
remaining 380 
respondents, 5.8% 
reported that their 
health conditions 
never impacted on 
their capacity to 
attend school or 
training and 14.7% 
reported that they 
were “rarely” 
limited. The 
remaining 79.5% 
experienced some 
decrease in their 
capacity because of 

their episodic health condition(s). Among those respondents who reported Crohn’s disease or 
ulcerative colitis within these 380 respondents, the percentage was 87.9%; depression, 87%; 
arthritis, 86.6%; and migraines, 84.8%.  
 
Impact on ability to volunteer or participate in community activities 
Almost two out of ten respondents (19%) reported that they did not volunteer or participate 
in community activities because of their episodic health condition(s). Respondents in this 
group with one of these four episodic health conditions were much more likely to report that 
their health condition(s) was/were the reason why they did not volunteer or participate in 
community activities – anxiety (44.2%), chronic pain (40.4%), depression (40.3%) and arthritis 
(33.7%).  
 

never, 5.8%

rarely, 
14.7%

sometimes, 
45.0%

often, 26.1%

always, 8.4%

Chart 4. Impact of health conditions on ability to attend 
school/ training among respondents who were still actively 

considering or participating in school/training
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An additional 8.3% said they did not volunteer or participate in community activities for reasons 
not related to their health conditions and one percent said that they preferred not to answer 
the question 
 

Of the remaining 
680 who did 
respond, 82.2% said 
that their health 
condition(s) had an 
impact on their 
ability to volunteer 
or participate in 
community 
activities.  This 
combined 
percentage was 
higher among 
respondents who 
reported chronic 
pain (94.3%), 

migraines (91%), depression (88.2%) and post-traumatic stress disorder (88%). 
 
Impact on ability to provide care to others 
Almost one out of ten respondents (9.2%) reported that they did not provide care to others 
because of their episodic health condition(s). Respondents in this group with one of these five 
episodic health conditions were much more likely to report that their health condition(s) 
was/were the reason why they did not provide care for others – chronic pain (42.1%), arthritis 
(39.8%), anxiety (35.2%), depression (29.6%) and asthma (18.1%). 
 
An additional 10.5% said they did not provide care to others for reasons not related to their 
health conditions and 1.4% said that they preferred not to answer the question. 
 

Of the remaining 
749 who did 
respond, 77% said 
that their health 
condition(s) had an 
impact on their 
ability to care for 
others – sometimes 
(48.1%), often 
(23%) or always 
(6%).  This 

never, 5.0%

rarely, 
12.8%

sometimes, 
46.9%

often, 29.3%

always, 6.0%

Chart 5. Impact of health conditions on ability to volunteer or 
participate in community activities among respondents who are 

volunteering or participating in community activities

never, 5.1%

rarely, 17.9%

sometimes, 
48.1%

often, 23.0%

always, 6.0%

Chart 6. Impact of health conditions on ability to provide care to 
others among respondents who provide care to others
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combined percentage was higher among respondents who reported fatigue (92.9%), chronic 
pain (88.5%), Crohn’s disease or ulcerative colitis (85.6%) and post-traumatic stress disorder 
(84.3%). 
 
What is the impact on leisure activities? 
Respondents were asked about the impact that their episodic health condition(s) had on their 
ability to participate in leisure activities. Many spoke to the fact that it took all their energy to 
do the things they had to do – work, eat, clean their home, etc. Many spoke to the frustration 
of not being able to participate in the leisure activities that they used to do.  
 

“Finding a balance in my leisure time; it seems that all I can do is work and this takes all 
my energy.  I have no energy left to take care of myself.” (Female, 35-44 years, anxiety, 
chronic pain, PTSD)  

 
“I find exercise is helpful to get me going but it depends on my level of energy and I am 
often fatigued.” (Male, 15-24 years, bipolar disorder) 

 
“….. Being unable to do activities I used to so.  Feeling my future is always going to be 
uncertain.  Not being able to be the parent my kids deserve.” (Female, 35-44 years, 
multiple sclerosis)   
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Impact on passive leisure activities 
Of the 953 
respondents, 
almost all (934) 
indicated that they 
did participate in 
passive leisure 
activities such as 
reading and 
watching TV. 
Almost six out of 
ten (57.3%) 
reported that their 
health condition(s) 
impacted on their 
passive leisure 
activities – 

sometimes (40.4%), often (13.6%) and always (3.4%).  This combined percentage was higher 
among respondents who reported fibromyalgia (76.6%), migraines (74.5%), post-traumatic 
stress disorder (72.6%), fatigue (70.8%) and chronic pain (70%).  
 
Impact on physical leisure activities including exercise 

There were 80 
respondents (8.4%) 
who reported that 
they did not 
participate in any 
physical leisure 
activities because of 
their health 
condition(s) 1.8% 
who did not 
participate for 
reasons other than 
their health 
condition(s) or who 
did not answer the 

question.  Among the remaining 856 who said that they did, of those, the majority (89.4%) said 
that the impact was sometimes (38.8%), often (38.3%) and always (12.3%). The combined 
percentage was higher among respondents who reported fibromyalgia (100.0%), chronic pain 
(95.2%), fatigue (95.1%) and migraines (94%).  
 
  

never, 
14.5%

rarely, 28.2%

sometimes, 
40.4%

often, 
13.6%

always, 3.4%

Chart 7. Impact of health conditions on ability to participate in 
passive leisure activities among people who do participate in 

passive leisure activities

Never, 2.7% Rarely, 7.9%

Sometimes, 
38.8%

Often, 38.3%

Always, 
12.3%

Chart 8. Impact of health conditions on ability to participate in 
physical activities/exercise among people who do participate in 

physical activities/exercise
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What is the impact in the workplace of having an episodic health condition? 
The focus of our research is the impact that having an episodic health condition has on one’s 
ability to secure and retain stable employment.  
 
To establish our research population within the 953 respondents, we used the impact on work 
question which we discussed earlier in this report and applied the criteria that we had 
established in our analysis of the 2012 Canadian Survey on Disability data. We used this 
question to operationalize the concept of “intermittent work capacity”.  We considered a 
respondent to have intermittent work capacity (IWC) if they responded “rarely”, “sometimes” 
or “often” to being affected in their ability to participate in paid work or in a business. All other 
respondents (those who answered “never” or “always” were considered not to have 
IWC.Against this variable, we categorized respondents as being part of the active labour force 
(either employed or seeking employment) and not in the labour force (retired, not actively 
seeking employment, completely prevented from working and non-response).  
 

Of the 953 
respondents, 622 
are employed, 78 
are seeking 
employment and 
the remainder (253) 
are not in the 
labour force. For 
the remainder of 
this sub-section of 
the report, the 
tables, charts and 
discussion with 
focus on the 700 
respondents who 

are active labour force participants – either employed or seeking employment.  
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Chart 9. Population by employment status
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Within the 700 
respondents who 
were working or 
seeking 
employment, 669 
indicated that they 
had intermittent 
work capacity 
(rarely, sometimes 
or often limited at 
work) or they were 
always limited at 
work. The 
remaining 31 
respondents either 

reported that they were never limited or did not answer the work limitation question.  
 
For both the intermittent work capacity and always limited populations, the majority report 
that sometimes they can work, sometimes they cannot.  One sees differences between those 
respondents who have intermittent work capacity and those who are always limited at work. 
Only 2.5% of persons who are always limited at work report that they can work their regular 
hours during an illness episode compared to 14.9% of respondents who have intermittent work 
capacity. There is little difference between respondents who are employed and those who are 
seeking employment. 
 
“Sometimes I can, sometimes I cannot” – this unpredictability makes it a challenge for both the 
respondent and her/his employer. For many respondents, this “makes life a struggle” and the 
“uncertainty of when an episode will occur” causes both stress and anxiety.  
 
  

14.9%

13.1%

61.6%

9.2%

1.2%

2.5%

8.8%

67.5%

21.3%

0.0% 10.0%20.0%30.0%40.0%50.0%60.0%70.0%80.0%

Yes, I can work my regular hours

Yes, but I have to reduce my hours

Sometimes I can, sometimes I cannot

No, I am unable to work

Prefer not to answer

Chart 10. Ability to work during an illness episode by work capacity 
for persons who are employed or seeking employment

Intermittent work capacity Always limited
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Another lens to use 
when looking at 
potential stressors 
is to explore the 
stability of the job. 
Respondents 
provided details 
about the nature of 
their employment 
and we used these 
data to dichotomize 
the employed 
population by the 
precarity of their 
employment. To do 

this, we applied Tompa’s definition (Tompa, 2006) and determined that 458 of the 622 
respondents who were employed when they completed the survey questionnaire were in non-
precarious (permanent) jobs – either full-time or part-time. The remaining 164 respondents 
were in precarious jobs. The majority (70%) of respondents who had intermittent work capacity 
were employed in non-precarious jobs. There were 22% employed in precarious jobs and 8% 
were seeking employment. This distribution is far different from those respondents who were 
always limited. Here, only 35% were in non-precarious jobs, 29% were employed in precarious 
jobs and 36% were seeking employment.  
 
Precarity is the focus of the remainder of this section because of growing concern related to 
non-permanent work arrangements (Lewchuk, 2014) and the associated lack of income security 
and access to health benefits. 
 
Impact – Access to extended health care benefits 

 
The majority of the 
458 respondents 
who are employed 
in permanent (non-
precarious) jobs 
have access to 
extended health 
care benefits. The 
picture is very 
different for the 
respondents who 
are working but in 
precarious positions 

80%

43%

28%

17%

48%

62%

3%

9%

10%
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Seeking employment

Chart 12. Percentage of respondents who are in the active labour 
force who have access to extended health care benefits, by 

employment status
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Chart 11. Type of work limitation (intermittent work capacity or 
always limited) by employment status 
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and even worse for those individuals who are seeking employment.  
 
Among the 80% of respondents who were working in non-precarious jobs that reported having 
extended health care coverage, nearly all had prescription drug coverage, dental coverage and 
coverage for other medical professionals.  
 
Not having extended health care coverage is a significant source of stress and frustration for 
many respondents. The following quotes demonstrate their concerns: 
 

 “A universal drug plan!!! Private health insurance that won't exclude existing 
conditions!!!     HIV meds, as you know, are expensive. For the first time in my life, I 
recently lost employment due to a restructuring. Along with losing my job, my drug 
coverage went with it. My spouse does not have insurance through his company. I'm 
very concerned about being able to afford my life-saving medications and making ends 
meet at home. At this time, I've even begun thinking of selling my home so that I will be 
able to pay for medication. That is not right. (Male, 35-44 years, depression, HIV/AIDS) 
 
“More drug coverage should be offered through OHIP or somewhere for those of us who 
work contracts and can't get extended benefits. The plans you can purchase (like 
Manulife cover-me plan) doesn't often meet the needs of many of us. It's frustrating.     
More permanent employee positions are needed so that more of us can have extended 
health benefits and job security. Contract work is so stressful and it's getting harder and 
harder to find [a permanent] employee position.” (Female, 25-34 years, anxiety, chronic 
pain, depression) 

 
Impact – Perceived under-employment among active labour force participants 
Respondents who were active labour force participants were asked two questions about under-
employment – one dealing with the ability to use all of her/his education, training and skills and 
the other, a direct question that asked if current or previous job required her/his level of 
education. Among respondents employed in permanent (non-precarious) jobs, 66% said the 
current job gives them the opportunity to use all of their education, training and skills and 
among respondents in precarious employment, the percentage was similar – 64%. The reverse 
was true for respondents who were seeking employment; only 33% reported that their last job 
allowed them to use all of their education, training and skills. 
 
When asked if their current job /last job required the level of education that they had, the 
majority in all three categories said that it did. However, among those individuals who were 
employed (permanent and precarious), 22% and 24% respectively said they are over-qualified 
for their current position. Among respondents who are seeking employment, 49% said they 
were over-qualified for their last job. 
 
Respondents provided these insights: 
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“My life would be better if I could get employment in my field (Biomedical Engineering).  
I have a lot of skills and knowledge that is not being utilized.  A job in my field would give 
me purpose and goals to strive for.” (Female, 35-44 years, multiple sclerosis, obsessive-
compulsive behaviour) 
 
“I want to work, but I physically cannot work full-time, which means I often have to work 
well below my education level and I am eternally short of money because I only work 
part-time.  I try to push myself to work more, but then I get sick and this often results in 
unhappy employers.” (Female, 35-44 years, epilepsy, migraines) 
 
“My survey shows that my current work is very accommodating (which it is) which is why 
I can work there. However, it is not what want to be doing and does not make use of my 
education and training. The last jobs that did make use of my education and training 
(university setting scientific research and university sessional instruction) were very 
unaccommodating.” (Female, 35-44 years, migraines, irritable bowel syndrome) 

 
Impact – Disclosure of health conditions to employer 

Of the 671 
participants who 
were active labour 
force participants, 
58% reported that 
they disclosed all of 
their health 
conditions to their 
current employer 
(for persons who 
are currently 
employed) or to 
their last employer 
(for persons who 
are unemployed 

and actively seeking employment. There are differences among the three populations with 
respondents who are in non-precarious jobs having the highest – 59% dropping to 51% among 
respondents in precarious jobs and below half (47%) among individuals who are actively 
seeking employment. 
 
• Respondents in non-precarious (permanent) jobs 
The 268 respondents who were employed in non-precarious jobs who reported that they 
disclosed all of their health conditions to their employers had a different mix of chronic 
conditions than those individuals who partially disclosed and those individuals who did not 
disclose at all.  
  

59%

26%

13%

51%

25%

18%

47%

28%

18%

Yes, my current employer/my previous
employer was aware of all of my health

conditions

Partially, I have not disclosed all of my health
conditions

No, I have not disclosed/I did not disclose any
of my health conditions

Chart 13. Respondents who are in the active labour force by 
whether or not they disclosed their health problems to their 

employer

Employed, non-precarious Employed, precarious Seeking employment
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The majority of 
respondents 
(85%) disclosed 
or some of their 
conditions to 
their employer. 
Respondents 
with multiple 
sclerosis or 
Crohn’s 
disease/ulcerati
ve colitis were 
more likely 
than average to 
disclose – 78% 
who have 
multiple 
sclerosis and 

71% who have Crohn’s disease/ulcerative colitis. By contrast, only 45% who have anxiety, 47% 
who have depression and 49% who have chronic pain disclosed all of their conditions to their 
employer.  
 
Just over one in four among respondents who are in permanent positions disclosed only some 
of their health conditions. Over half (58%) of these respondents did not disclose their mental 
health condition. Another 10% said that they did not disclose the actual condition but talked in 
vague terms of having a condition or disclosed symptoms.  
 
Thirteen percent of respondents who were in permanent jobs disclosed none of their health 
conditions to their employers. As Table 3 shows, the percentage was higher among persons 
who reported anxiety and/or depression as one of their episodic health conditions.  
 
When asked how supportive their employer was after disclosure, 58% of respondents in non-
precarious jobs said “very supportive”, 34% said “somewhat supportive” and 8% said “not 
supportive at all”. 
  

Table 3. Respondents employed in non-precarious (permanent) jobs, by whether or not they disclosed their 
health conditions to their employer 

 Episodic health condition Number of 
respondents  

Yes, my 
current 
employer/my 
previous 
employer 
was aware of 
all of my 
health 
conditions 

Partially, I 
have not 
disclosed all 
of my 
health 
conditions 

No, I have 
not 
disclosed/I 
did not 
disclose any 
of my 
health 
conditions 

Did not 
respond/ 
prefer not 
to answer 

Anxiety 201 45% 35% 18% 2% 

Arthritis 100 60% 27% 10% 3% 

Asthma 55 53% 40% 7% 0% 

Chronic pain 92 49% 38% 12% 1% 

Crohn's disease/ulcerative colitis 85 71% 24% 5% 0% 

Depression 170 47% 35% 16% 2% 

Migraines 92 55% 30% 11% 4% 

Multiple sclerosis 50 78% 8% 8% 6% 

Total respondents 458 59% 26% 13% 2% 
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• Respondents in precarious jobs 
The prevalence of an 
episodic health 
condition among 
respondents in 
precarious jobs is 
similar to those in non-
precarious jobs. 
However, the 
willingness to disclose 
is different for some 
conditions. While 
overall, 51% of 
respondents in 
precarious jobs 
disclosed all of their 
conditions, only 34% of 

them with anxiety, 32% with chronic pain and 36% with depression disclosed their condition. It 
is interesting to note these percentages were much less than among respondents in non-
precarious jobs.  
 
When asked how supportive their employer was after disclosure, the responses were much 
different from those received by respondents in non-precarious jobs. Only 25% of respondents 
in precarious jobs said “very supportive” compared to 58% of respondents in non-precarious 
jobs, 53% said “somewhat supportive” compared to 34% of respondents in non-precarious jobs 
and 13% said “not supportive at all” compared to 8% of respondents in non-precarious jobs. 
 
Awareness of health conditions by co-workers 
Respondents were asked if their co-workers are/were aware of their episodic health 
condition(s). Among the 447 respondents who answered the question and who had a non-
precarious job, only 7% reported that their co-workers are unaware of their health conditions. 
This percentage doubled to 14% among the 151 respondents who had precarious jobs and 
among the 71 respondents who are actively seeking employment.  
 
When asked if awareness of health conditions created any challenges in the workplace for the 
respondent, 56% of respondents in both non-precarious and precarious jobs reported that it 
did. This percentage increased to 71% among respondents who are actively seeking 
employment.  
 
When asked if co-workers are/were supportive in terms of the respondents’ health 
condition(s), 88% of respondents in non-precarious jobs and 86% of respondent in precarious 
jobs reported very or somewhat supportive; among respondents who are actively seeking 
employment, this dropped to 74%. 

Table 4. Respondents employed in precarious jobs, by whether or not they disclosed their health 
conditions to their employer 

 Episodic health condition Number of 
respondents  

Yes, my 
current 
employer/my 
previous 
employer 
was aware of 
all of my 
health 
conditions 

Partially, I 
have not 
disclosed 
all of my 
health 
conditions 

No, I have 
not 
disclosed/I 
did not 
disclose any 
of my health 
conditions 

Anxiety 67 34% 33% 25% 

Arthritis 33 64% 24% 9% 

Chronic pain 25 32% 44% 12% 

Crohn's disease/ulcerative colitis 26 77% 8% 15% 

Depression 45 36% 19% 19% 

Migraines 21 48% 30% 11% 

Multiple sclerosis 20 55% 15% 30% 

Total respondents 164 51% 25% 18% 



People with episodic health conditions speak out about …… 
 

35 | P a g e  
 
 

 
Accommodation in the workplace – employed in permanent jobs (non-precarious) 
Of the 447 respondents who are employed in non-precarious jobs and who answered the 
questions on workplace accommodation, 26% reported that they needed no job 
accommodation and 4% did not answer the question. Among the remaining 313 respondents,   

• 31% got everything that they asked for;  
• 33% got some of what they asked for;  
• 26% needed accommodation but did not ask their employer; and 
• 10% asked but did not get the accommodation. 

 
Breaking down the information by episodic condition highlights some very interesting 
differences. Respondents who reported PTSD were less likely to report that they did not need 
an accommodation and much more likely to report that they were getting only some of what 
they asked for. They were also more likely to need but not ask for an accommodation. By 
contrast, people who reported having multiple sclerosis were more likely not to need an 
accommodation, more likely to get what they need and much less likely not to ask for what 
they needed.  
 
Partial and total unmet needs are highest among people reporting arthritis, Crohn’s 
disease/ulcerative colitis, chronic pain, migraines and PTSD. Totally met needs are highest 
among persons reporting multiple sclerosis and chronic pain.1 This condition was always 
reported in conjunction with other chronic health conditions  
 
These relationships will be explored in more detail on the fact sheets that will be prepared on 
each episodic condition. 
  

                                                           
1 It should be noted that no respondent reported chronic pain only which is why chronic pain appears in both 
groups – those with partially and total unmet needs and those with totally met needs. 
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Table 5. Need for workplace accommodation by reported episodic health condition, for persons in permanent jobs (non-precarious) 

  

Need for workplace accommodation 

Total 

 No, I do not 
need any 

accommodation 

Yes, I need 
accommodation 

and I am 
getting all that I 

asked for 

Yes, I need 
accommodation 

and I am 
getting some of 
what I asked for 

Yes, I need 
accommodation 

but I have not 
asked my 
employer 

Yes, I need 
accommodation 

but my 
employer has 
not provided 

it/them 

Prefer 
not to 

answer 

Total 26.2% 22.4% 22.6% 17.9% 6.7% 4.3% 447* 

Anxiety 24.2% 20.7% 22.7% 20.2% 5.6% 6.6% 198 

Depression 23.7% 22.5% 23.1% 18.9% 6.5% 5.3% 169 

Arthritis 21.4% 21.4% 25.5% 18.4% 10.2% 3.1% 98 

Chronic pain 16.7% 27.8% 30.0% 16.7% 6.7% 2.2% 90 

Migraines 23.6% 20.2% 27.0% 13.5% 10.1% 5.6% 89 
Crohn's 
disease and 
Ulcerative 
Colitis 23.8% 17.9% 26.2% 21.4% 6.0% 4.8% 84 
Multiple 
Sclerosis 31.3% 31.3% 25.0% 8.3% 4.2% 0.0% 48 
Post-
traumatic 
stress 
disorder 15.9% 20.5% 34.1% 22.7% 2.3% 4.5% 44 
* There were 11 respondents who did not answer the questions on workplace accommodation. 

 
The type of the accommodations sought were primarily limited to four – job redesign, modified 
hours or days or reduced hours, a modified or ergonomic workstation, and a special chair or 
back support.  
 
For job redesign (modified or different duties), out of 296 respondents who answered the 
question,  
• 57% said they did not need it; 
• 15% said they got everything that they asked for; 
• 17% said they got some but not all of what they asked for; and 
• 12% said they did not get any of what they asked for. 
 
For modified hours or days or reduced work hours, out of 299 respondents who answered this 
question, 
• 22% said they did not need it; 
• 32% said they got everything that they asked for; 
• 25% said they got some but not all of what they asked for; and 
• 20% said they did not get any of what they asked for. 
 
For a modified or ergonomic workstation, out of 292 respondents who answered this question, 
• 57% said they did not need it; 
• 20% said they got everything that they asked for; 
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• 13% said they got some but not all of what they asked for; and 
• 11% said they did not get any of what they asked for. 
 
For a special chair/back support, out of 288 respondents who answered this question, 
• 64% said they did not need it; 
• 22% said they got everything that they asked for; 
• 6% said they got some but not all of what they asked for; and 
• 8% said they did not get any of what they asked for. 
 
Some respondents indicated in the “other type of accommodation” that they needed scent-free 
work areas and ability to work from home (telework).  
 
Accommodation in the workplace – employed in precarious jobs 
Because of limitations in sample size, there is limited detail that can be provided with respect to 
accommodation for the segment of people who are employed in jobs that are precarious. Of 
the 164 respondents who reported that their employment was precarious,  

• 30% reported that they needed no job accommodation;  
• 20% got everything that they asked for;  
• 19% got some of what they asked for;  
• 16% needed accommodation but did not ask their employer;  
• 7% asked but did not get the accommodation; and 
• 8% said that they preferred not to answer the question or did not answer the question. 
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5.5 What is the financial impact of having an episodic health condition? 
Personal income 

Of the 953 
respondents, 794 
answered the 
question on personal 
income. Among those 
who responded, 15% 
had income of 
$80,000 or more 
(before taxes and 
deductions) in the 
previous 12 months. 
By contrast, 36% had 
less than $20,000.   
 

There are major differences when income by employment status is explored. Among the 397 
respondents who are in non-precarious jobs, 22% had personal income of $80,000 or more 
while 9% had income less than $20,000. Among the three other employment statuses, the 
reported income distribution was much different. Among the 137 respondents who were 
employed in precarious jobs, only 9% had incomes of $80,000 or more and 47% had personal 
income of less than $20,000. The situation was much worse among respondents who were 
seeking employment – only 2% had personal incomes of $80,000 or more while 75% had 
personal incomes of less than $20,000. Among respondents who were not in the active labour 
force, the corresponding percentages were 5 and 72. 
 

Of the 953 
respondents, 736 
provided total 
income data. 
Among those who 
did report, 41% 
reported total 
household income 
of $80,000 or more 
while 29% reported 
household income 
of under $40,000. 
 
When asked if the 
household income 

met their basic needs, 31% said that it did not.   
 

Table 6. Personal income over the past 12 months, by employment status 

Personal income (before taxes 
and deductions) over the past 

12 months 

Employment status 

Total 

Employed, 
non-

precarious 
Employed, 
precarious 

Seeking 
employment 

Not in the 
labour 
force 

No personal income 0% 1% 11% 19% 7% 

Less than $20,000 9% 26% 58% 46% 29% 
$20,000 to $$29,999 6% 20% 9% 7% 10% 
$30,000 to $39,999 10% 15% 2% 10% 12% 
$40,000 to $49,999 17% 12% 9% 5% 14% 
$50,000 to $59,999 17% 8% 5% 7% 14% 

$60,000 to $79,999 20% 9% 5% 3% 15% 

$80,000 to $99,999 13% 5% 2% 3% 9% 

$100,000 or more 9% 4% 0% 2% 6% 

Total 397 137 64 196 794 
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Chart 14. Household income over the previous 12 months 
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Not surprising, as 
household income 
increased, a 
positive response to 
“Does your 
household income 
meet your basic 
needs?” increased  
from 15% among 
respondents who 
reported a 
household income 
of less than $20,000 
to 94% among 
respondents with a 

household income of $100,000 or more. 
 
5.6 What do you find the most challenging about living with your chronic health 
condition(s)? 
There were 777 respondents who provided an answer to this question. Some responses were 
short and to the point “Very isolating condition”, “Working through fatigue and pain”, 
“unpredictable”, “uncertainties”. Others provided a detailed description of their life – in the 
past, as it is today and fear for the future. Respondents reported the following:  
1. the physical impact (270) – the impact of their pain and/or fatigue, the side effects of their 

medication, loss of mobility and finding a toilet; 
2. the unpredictability (251) – being unable to plan or commit to anything, uncertainty of 

what to expect, makes living a constant struggle and creates problems in the workplace; 
3. the work implications (215) – not being able to work, losing job/career, being under-

employed/under paid, being demoted/having to change jobs, having to work when ill, lack 
of accommodation in the workplace (flex time, work from home), lack of sick days, job 
stagnation/no ability to advance, attitudinal barriers and unsupportive employers/co-
workers; 

4. the personal impact (144) – losing autonomy, dependence on others, loss of driver’s 
licence, experiencing stigma and discrimination; 

5. the emotional impact (134) –anxiety, depression, frustration, stress, being overwhelmed, 
embarrassment, shame and thoughts of suicide; 

6. the invisibility of their condition(s) (128) – others cannot see “it” and therefore do not 
believe or understand and needing to constantly provide an explanation to others; 

7. their quality of life (105) – loss of activities that brought joy (gardening, travel, sports), 
“being able to do what I want to do” and having the energy only to work (work/life 
balance); 

8. being poor (101) – cannot find affordable housing, financial strain of trying to make ends 
meet, always having to make choices between basics;  

0.0% 20.0% 40.0% 60.0% 80.0% 100.0% 120.0%

Less than $20,000

$20,000 to $$29,999

$30,000 to $39,999

$40,000 to $49,999

$50,000 to $59,999

$60,000 to $79,999

$80,000 to $99,999

$100,000 or more

Chart 15. "Does your household income meet your basic needs?"

Yes No Did not answer
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9. navigating the system (98) – social assistance rules, CPP-D, long waiting lists, having to self-
advocate; 

10. the impact on relationships (77) – their children, their spouse/partner, relatives and friends; 
and 

11. the additional expenses (61) – for prescriptions, treatments and special foods.  
  
5.7 “What do you think could be done to improve your quality of life?” 
There were 707 respondents who answered this question and 200 respondents either said they 
had no suggestions or it was too personal and preferred not to provide. The remaining 507 
respondents provided some concrete suggestions as to how their quality of life could be 
improved.  

• Improved experience in the workplace (214) – increased awareness by employers of 
episodic health conditions, workplace accommodations such as flexible work hours, 
more sick days, help in finding suitable work; 

• Disability supports (132) – stress reduction programs, supports for family/spouse, 
increased supports generally, improvement in existing support programs; 

• Changes to the health care system (122) – easier access to health care professionals 
including specialists, more training of health care professional concerning people 
with multiple and complex medical conditions, increased health benefits, better 
funding for mental health supports, better medications, expansion of assisted death 
legislation; 

• Disability system (116) – increased awareness of episodic disability, more 
understanding by insurance companies of episodic disabilities, more research 
concerning particular health conditions, more public washrooms, more accessible 
public spaces; 

• Income support (57) – increase welfare payments, have a guaranteed basic income, 
financial security, increase benefit rates; and 

• Assistance with expenses – (40) – affordable access to exercise programs, help with 
the cost of medications and treatments, help with cost of schooling and retraining, 
help with cost of transportation.  

 
5.8 “Is there anything else that you would like to share about your experience living with 
your episodic health condition(s)?” 
There were 448 respondents who provided an answer to this question with 202 saying that it 
was personal and they did not want to share or that they just did not know. Much of what the 
remaining 246 respondents answered mirrored what had been said in their response to the 
previous question. Summarized, the majority of their responses dealt with: 

• changes in the workplace (221) – increased awareness of what an episodic or invisible 
health condition is, removing attitudinal barriers, reducing stress in the workplace, more 
sick days, improving workplace accommodation to include flex time and ability to work 
from home, help finding employment and support with retraining; 
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• changes to the health care and sickness support systems (211) – increased awareness 
of what an episodic health condition is among all officials associated with programs and 
services, improvement in health care coverage to include medications and treatments, 
increased funding for awareness training, increased funding for research, easier and 
faster access to health care specialists and improved coverage for short- and long-term 
disability; 

• increased awareness (80) in general society about what an episodic health condition is; 
and 

• changes to the income support system (57) – increased welfare payments to realistically 
cover living expenses, removal of barriers to CPP-D concerning episodic health 
conditions, creation of a guaranteed income and financial security. 
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6. Conclusion and next steps 
The results from this new survey provide further insights into the impact of living with an 
episodic health condition. While the focus of the report is on the impact that these conditions 
have on employment, we hear from the respondents that the impact touches on all aspects of 
their life. Issues identified include: 
• increased awareness of what it means to live with an episodic health condition. This lack of 

awareness was seen in friends and family members, health professionals, employers and 
co-workers, disability-support program officials and disability service providers.  

• increased income support through provision of a basic income, expansion of CPP-D 
coverage to include episodic health conditions, more affordable housing, more affordable 
transportation, more affordable exercise programs.   

• improved health coverage including better access to medications and treatments including 
medical marijuana, increased funding for mental health supports, better access to support 
groups, easier and faster access to specialists or treatments. 

• improved conditions in the labour market including availability of health care benefits for 
persons in precarious jobs, increased supports in obtaining training and re-training, 
increased awareness of the accommodations required to support the hiring and retention 
of persons with episodic health conditions. 

• improved conditions in the workplace including improved leave policies to accommodate 
intermittent work capacity, increased awareness of the nature and extent of “soft” 
accommodations required to support persons with episodic health conditions, development 
of guidelines concerning disclosure. The findings outlined in this report advance the 
emerging literature on episodic disability and employment summarized in Section 5.4. 
Building on the seminal work of Antae et al. (2013), Lysaght et al. (2011), Smith Fowler et al. 
(2011) and Vick (2012, 2014), this survey provides further insights into the issue of 
precarious/non-precarious employment, disclosure of health conditions to employers, and 
attitudes of co-workers.  

 
This report is the first in a series of products that will disseminate the findings from the survey. 
A series of short profiles will be developed in April that will focus on particular health 
conditions. A paper is being developed for submission to a peer-reviewed journal. An “impact” 
index will be developed based on the data derived from life roles questions.  
 
Further analysis is planned to exploit the wealth of data contained in the three open-ended 
questions concerning disclosure and accommodations. This information will be used to 
formulate questions that will be asked of employers in the next phase of “Learning from Each 
Other”.   
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Appendix A. Some demographic details 
Variable Category Frequency Percent 

Total 953 100% 

Gender 

Female 727 76% 

Male 166 17% 

Other (please specify) 19 2% 

Prefer not to answer/no response 41 4% 

Age 

Under 15 years 2 0% 

15 to 24 years 57 6% 

25 to 34 years 181 19% 

35 to 44 years 259 27% 

45 to 54 years 240 25% 

55 to 64 years 141 15% 

65 year and older 37 4% 

Prefer not to answer/ no response 36 4% 

Province or 
territory 

Newfoundland and Labrador 17 2% 

Prince Edward Island 4 0% 

Nova Scotia 43 5% 

New Brunswick 14 1% 

Quebec 118 12% 

Ontario 412 43% 

Manitoba 29 3% 

Saskatchewan 29 3% 

Alberta 94 10% 

British Columbia 129 14% 

Yukon 1 0% 

Northwest Territories 4 0% 

Prefer not to answer/ no response 59 6% 

Highest level 
of education 

Less than a high school diploma or its equivalent 29 3% 
High school diploma or a high school equivalency 
certificate 113 12% 

Trade certificate or diploma 59 6% 

College, CEGEP or other non-university certificate or 
diploma (excluding trade certificate or diploma) 199 21% 

Bachelor's degree (e.g.- B.A., B. Sc., LL.B) 218 23% 

University degree or diploma below the bachelor's level 80 8% 

University certificate, diploma or degree above the 
bachelor's level 216 23% 

Don't know/Prefer not to answer 39 4% 
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Appendix B List of Organizations 
1. The Arthritis Society:  
2. Canadian  Lung Association 
3. Asthma Society of Canada  
4. Canadian Cancer Society  
5. The Lung Society 
6. Asthma Society of Canada  
7. Chronic Pain Association of Canada 
8. GBS/CIDP Foundation of Canada 
9. Crohns and Colitis Canada  
10. Canadian Diabetes Association 
11. Epilepsy Canada 
12. Action Hepatitis Canada 
13. Realize Canada 
14. Lupus Canada  
15. Canadian Mental Health Association   
16. Mood Disorders Society of Canada 
17. Canadian Mental Health Commission 
18. Psychiatric Survivors of Ottawa 
19. Multiple Sclerosis Society of Canada 
20. www.menieres-disease.ca  
21. Parkinson Society Canada  
22. www.headachenetwork.ca 
23. Neurological Health Charities Canada 
  

http://www.menieres-disease.ca/
http://www.headachenetwork.ca/
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Appendix C Backgrounder and Sample Tweets 
 
Backgrounder - English 

LEARNING FROM EACH OTHER: BEST PRACTICES IN HIRING AND RETAINING PEOPLE WITH EPISODIC 
CONDITIONS 
A team of community based researchers are conducting a study on the experiences with people 
living with health conditions that result in unpredictable periods of health and illness. The 
information will be used to develop resources to improve employment opportunities for people 
with episodic conditions. During October-December 2016 they are inviting people living with 
episodic conditions to complete an online survey and share their experience with daily activities 
including work.  

FOR MORE INFORMATION, CLICK  
https://www.surveymonkey.com/r/epidis2016 

 
Backgrounder – French 
 
APPRENDRE LES UNS DES AUTRES : MEILLEURES PRATIQUES POUR L’EMBAUCHE ET LA RÉTENTION DE 
PERSONNES ATTEINTES DE MALADIES ÉPISODIQUES  
Une équipe de chercheurs communautaires effectue une étude sur le vécu de personnes 
souffrant de problèmes de santé entraînant des périodes imprévisibles de bonne santé et de 
maladie. L’information sera utilisée pour élaborer des ressources qui permettront d’améliorer 
les possibilités d’emploi pour les personnes atteintes de maladies épisodiques. D’octobre à 
décembre 2016 les chercheurs invitent ces personnes à répondre à un questionnaire en ligne et 
à parler de leur expérience des activités quotidiennes, dont le travail.  

 
               POUR PLUS DE RENSEIGNEMENTS, CLIQUER 

https://fr.surveymonkey.com/r/incepi2016 
 
Sample Tweets – English 
These tweets will be modified as appropriate and sent out by our community partners. The 
findings being reported are from phase one of this project, and are based on findings from our 
analysis of episodic disability from the Canadian Survey on Disability (Statistics Canada). 
 
1. If you live with an episodic health condition, pls take our survey. #EpisodicDisabilitySurvey  

http://bit.ly/epd2016  
2. CPP-D excludes people w episodic disabilities due to 'prolonged' criteria. Take our 

survey.#EpisodicDisabilitySurvey http://bit.ly/epd2016  
3. Many people with episodic disabilities are not covered by EI Sickness benefits. Take our 

survey! http://bit.ly/epd2016  
4. Many people with episodic disabilities don't meet CPP-D's definition of disability. Take our 

survey! http://bit.ly/epd2016  
5. Many people w episodic disability can't access the Disability Tax Credit.Take our survey! 

http://bit.ly/epd2016  #EpisodicDisabilitySurvey 

https://www.surveymonkey.com/r/epidis2016
https://fr.surveymonkey.com/r/incepi2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
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6. 4 out of 5 Canadians with disabilities report an episodic health condition as either their 1st 
or 2nd condition. http://bit.ly/epd2016  

7. Work disability may have a bigger impact on employment than an episodic health condition. 
Help us learn more! http://bit.ly/epd2016  

8. People with episodic disabilities report that they have been discriminated against at work. 
Take our survey! http://bit.ly/epd2016  

9. People w episodic disabilities worry about return to work because they can lose access to 
housing. Take our survey http://bit.ly/epd2016  

10. People w episodic disability worry about return to work because they can lose access to 
drug plans. Take our survey http://bit.ly/epd2016  

11. Some employers have what it takes to successfully navigate the complexities of working 
with an episodic health condition. http://bit.ly/epd2016  

12. Does your employer have what it takes to successfully navigate intermittent work capacity? 
Take our survey! http://bit.ly/epd2016 

13. Some employers have what it takes to navigate the complexities of working with an 
episodic health condition - yours? http://bit.ly/epd2016  

14. HIV, MS, Arthritis. If you live w an episodic health condition take our survey! 
 
Sample Tweets – French 
Ces gazouillis seront modifiés comme nécessaire et envoyés à nos partenaires communautaires. 
Les résultats rapportés proviennent de la première phase de ce projet et de notre analyse des 
constatations sur l’incapacité épisodique dans l’Enquête canadienne sur l’incapacité (Statistique 
Canada). 
  

1. Si vous souffrez d’une maladie épisodique, participez à notre enquête svp. 
#Enquêtesurlesincapacitésépisodiques http://bit.ly/iep_2016  

2. 1 incapacité épisodique ne donne pas droit aux PPI-RPC 
#Enquêtesurlesincapacitésépisodiques http://bit.ly/iep_2016 

3. l’invalidité n’est pas « prolongée ». Participez à notre enquête. 
#Enquêtesurlesincapacitésépisodiques http://bit.ly/iep_2016 

4. Bcp de gens souffrant 2 maladies épisodiques ne touchent pa 2 prestations maladie 2 
l’AE Participez à notre enquête! http://bit.ly/iep_2016 

5. incapacités épisodiques diffèrent 2 la déf.2 l’incapacité pr les PPI-RPC. Répondez à 
notre questionR! #Enquêtesurlesincapacitésépisodiques 

6. incapacités épisodiques diffèrent 2 la déf.2 l’incapacité pr les PPI-RPC. Répondez à 
notre questionR!  http://bit.ly/iep_2016 

7. Plein 2 gens ac 1 incapacité épisodique n’ont pa accès au crédit d’impôt pr personnes 
handicapées http://bit.ly/iep_2016 

8. Participez à notre enquête! http://bit.ly/iep_2016 
#Enquêtesurlesincapacitésépisodiques 

9. 4 Canadiens sur 5 citent une maladie épisodique comme 1e ou 2e maladie. 
http://bit.ly/iep_2016  

http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/epd2016
http://bit.ly/iep_2016
http://bit.ly/iep_2016
http://bit.ly/iep_2016
http://bit.ly/iep_2016
http://bit.ly/iep_2016
http://bit.ly/iep_2016
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10. L’incapacité au travail pourrait avoir plus d’impact sur l’emploi qu’une maladie 
épisodique. Aidez-nous à comprendre! http://bit.ly/iep_2016 

11. Des gens ac 1 incapacité épisodique parlent de discrimination contre eux au travail. 
Répondez à notre questionnaire! http://bit.ly/iep_2016 

12. Des gens ac 1 incapacité épisodique craignent 2 perdre l’accès au logement en 
reprenant le travail http://bit.ly/iep_2016  

13. Participez à notre enquête! http://bit.ly/iep_2016 
14. Des gens avec une incapacité épisodique ont peur de perdre l’accès à l’assurance-

médicaments en reprenant le travail.http://bit.ly/iep_2016 
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Appendix D Survey Questionnaire 



People with episodic health conditions speak out about …… 
 

53 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

54 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

55 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

56 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

57 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

58 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

59 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

60 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

61 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

62 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

63 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

64 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

65 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

66 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

67 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

68 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

69 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

70 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

71 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

72 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

73 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

74 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

75 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

76 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

77 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

78 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

79 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

80 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

81 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

82 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

83 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

84 | P a g e  
 
 

  



People with episodic health conditions speak out about …… 
 

85 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

86 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

87 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

88 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

89 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

90 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

91 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

92 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

93 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

94 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

95 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

96 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

97 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

98 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

99 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

100 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

101 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

102 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

103 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

104 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

105 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

106 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

107 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

108 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

109 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

110 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

111 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

112 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

113 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

114 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

115 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

116 | P a g e  
 
 



People with episodic health conditions speak out about …… 
 

117 | P a g e  
 
 

 

 



People with episodic health conditions speak out about …… 
 

118 | P a g e  
 
 

 

 

 


	Executive Summary
	1. Introduction
	2. Background
	3. Methodology
	3.1 How did we reach the respondents?
	3.2 Who answered the questionnaire? What episodic health conditions did they report? How did they respond to the open-ended questions to provide a summary of their lived experience?

	4. Literature review
	5. Analysis
	Summary
	5.1 What are the characteristics of the episodic health condition?
	5.2 What is the impact on life roles?
	5.5 What is the financial impact of having an episodic health condition?
	5.6 What do you find the most challenging about living with your chronic health condition(s)?
	5.7 “What do you think could be done to improve your quality of life?”
	5.8 “Is there anything else that you would like to share about your experience living with your episodic health condition(s)?”

	6. Conclusion and next steps
	References
	Appendix A. Some demographic details
	Appendix B List of Organizations
	Appendix C Backgrounder and Sample Tweets
	Appendix D Survey Questionnaire

